
wŀǎƳǳǎǎŜƴΩǎ 
Encephalitis  

Survey 
 

Conducted by 
The Hemispherectomy Foundation 

 
 

 

 
June, 2009 

42 Respondents Participated 



 

  

  

  
 

     

     

 
 

 

   Page 1. Child's Disease History  

     1. What is the  sex of your child?  % of  
 Respondents  

Number of 
 Respondents  

Male 
 

 30.95% 13 

Female 
 

 69.05% 29 

Number of respondents  42  

Number or respondents who skipped this question  0 
 

     2. What was the age of your child at the onset of the first clinical 
symptom ?  

% of  
 Respondents  

Number of 
 Respondents  

0   0.00% 0 

1   2.38% 1 

2   9.52% 4 

3   30.95% 13 

4   9.52% 4 

5   14.29% 6 

6   9.52% 4 

7   7.14% 3 

8   2.38% 1 

9   7.14% 3 

10   2.38% 1 

11   0.00% 0 

12   2.38% 1 

13   2.38% 1 

14   0.00% 0 

15   0.00% 0 

16   0.00% 0 



17   0.00% 0 

18   0.00% 0 

19   0.00% 0 

20   0.00% 0 

21   0.00% 0 

22   0.00% 0 

23   0.00% 0 

24   0.00% 0 

25   0.00% 0 

26   0.00% 0 

27   0.00% 0 

28   0.00% 0 

29   0.00% 0 

30   0.00% 0 

31   0.00% 0 

32   0.00% 0 

33   0.00% 0 

34   0.00% 0 

35   0.00% 0 

36   0.00% 0 

37   0.00% 0 

38   0.00% 0 

39   0.00% 0 

40   0.00% 0 

41   0.00% 0 

42   0.00% 0 

43   0.00% 0 

44   0.00% 0 



45   0.00% 0 

46   0.00% 0 

47   0.00% 0 

48   0.00% 0 

49   0.00% 0 

50   0.00% 0 

51   0.00% 0 

52   0.00% 0 

53   0.00% 0 

54   0.00% 0 

55   0.00% 0 

56   0.00% 0 

57   0.00% 0 

58   0.00% 0 

59   0.00% 0 

60   0.00% 0 

61   0.00% 0 

62   0.00% 0 

63   0.00% 0 

64   0.00% 0 

65   0.00% 0 

66   0.00% 0 

67   0.00% 0 

68   0.00% 0 

69   0.00% 0 

70   0.00% 0 

71   0.00% 0 

72   0.00% 0 



73   0.00% 0 

74   0.00% 0 

75   0.00% 0 

76   0.00% 0 

77   0.00% 0 

78   0.00% 0 

79   0.00% 0 

80   0.00% 0 

81   0.00% 0 

82   0.00% 0 

83   0.00% 0 

84   0.00% 0 

85   0.00% 0 

86   0.00% 0 

87   0.00% 0 

88   0.00% 0 

89   0.00% 0 

90   0.00% 0 

91   0.00% 0 

92   0.00% 0 

93   0.00% 0 

94   0.00% 0 

95   0.00% 0 

96   0.00% 0 

97   0.00% 0 

98   0.00% 0 

99   0.00% 0 

100   0.00% 0 



Number of respondents  42  

Number or respondents who skipped this question  0 
 

     3. What was the age of your child at Diagnosis ?  % of  
 Respondents  

Number of 
 Respondents  

0   0.00% 0 

1   2.50% 1 

2   5.00% 2 

3   17.50% 7 

4   10.00% 4 

5   20.00% 8 

6   7.50% 3 

7   12.50% 5 

8   2.50% 1 

9   5.00% 2 

10   2.50% 1 

11   2.50% 1 

12   7.50% 3 

13   0.00% 0 

14   2.50% 1 

15   0.00% 0 

16   0.00% 0 

17   0.00% 0 

18   0.00% 0 

19   0.00% 0 

20   0.00% 0 

21   0.00% 0 

22   0.00% 0 

23   0.00% 0 

24   0.00% 0 



25   0.00% 0 

26   2.50% 1 

27   0.00% 0 

28   0.00% 0 

29   0.00% 0 

30   0.00% 0 

31   0.00% 0 

32   0.00% 0 

33   0.00% 0 

34   0.00% 0 

35   0.00% 0 

36   0.00% 0 

37   0.00% 0 

38   0.00% 0 

39   0.00% 0 

40   0.00% 0 

41   0.00% 0 

42   0.00% 0 

43   0.00% 0 

44   0.00% 0 

45   0.00% 0 

46   0.00% 0 

47   0.00% 0 

48   0.00% 0 

49   0.00% 0 

50   0.00% 0 

51   0.00% 0 

52   0.00% 0 



53   0.00% 0 

54   0.00% 0 

55   0.00% 0 

56   0.00% 0 

57   0.00% 0 

58   0.00% 0 

59   0.00% 0 

60   0.00% 0 

61   0.00% 0 

62   0.00% 0 

63   0.00% 0 

64   0.00% 0 

65   0.00% 0 

66   0.00% 0 

67   0.00% 0 

68   0.00% 0 

69   0.00% 0 

70   0.00% 0 

71   0.00% 0 

72   0.00% 0 

73   0.00% 0 

74   0.00% 0 

75   0.00% 0 

76   0.00% 0 

77   0.00% 0 

78   0.00% 0 

79   0.00% 0 

80   0.00% 0 



81   0.00% 0 

82   0.00% 0 

83   0.00% 0 

84   0.00% 0 

85   0.00% 0 

86   0.00% 0 

87   0.00% 0 

88   0.00% 0 

89   0.00% 0 

90   0.00% 0 

91   0.00% 0 

92   0.00% 0 

93   0.00% 0 

94   0.00% 0 

95   0.00% 0 

96   0.00% 0 

97   0.00% 0 

98   0.00% 0 

99   0.00% 0 

100   0.00% 0 

Number of respondents  40  

Number or respondents who skipped this question  2 
 

     4. What was the age of your child at the time of surgery ?  % of  
 Respondents  

Number of 
 Respondents  

0   0.00% 0 

1   0.00% 0 

2   4.88% 2 

3   14.63% 6 

4   12.20% 5 



5   7.32% 3 

6   14.63% 6 

7   19.51% 8 

8   4.88% 2 

9   2.44% 1 

10   4.88% 2 

11   2.44% 1 

12   0.00% 0 

13   7.32% 3 

14   0.00% 0 

15   4.88% 2 

16   0.00% 0 

17   0.00% 0 

18   0.00% 0 

19   0.00% 0 

20   0.00% 0 

21   0.00% 0 

22   0.00% 0 

23   0.00% 0 

24   0.00% 0 

25   0.00% 0 

26   0.00% 0 

27   0.00% 0 

28   0.00% 0 

29   0.00% 0 

30   0.00% 0 

31   0.00% 0 

32   0.00% 0 



33   0.00% 0 

34   0.00% 0 

35   0.00% 0 

36   0.00% 0 

37   0.00% 0 

38   0.00% 0 

39   0.00% 0 

40   0.00% 0 

41   0.00% 0 

42   0.00% 0 

43   0.00% 0 

44   0.00% 0 

45   0.00% 0 

46   0.00% 0 

47   0.00% 0 

48   0.00% 0 

49   0.00% 0 

50   0.00% 0 

51   0.00% 0 

52   0.00% 0 

53   0.00% 0 

54   0.00% 0 

55   0.00% 0 

56   0.00% 0 

57   0.00% 0 

58   0.00% 0 

59   0.00% 0 

60   0.00% 0 



61   0.00% 0 

62   0.00% 0 

63   0.00% 0 

64   0.00% 0 

65   0.00% 0 

66   0.00% 0 

67   0.00% 0 

68   0.00% 0 

69   0.00% 0 

70   0.00% 0 

71   0.00% 0 

72   0.00% 0 

73   0.00% 0 

74   0.00% 0 

75   0.00% 0 

76   0.00% 0 

77   0.00% 0 

78   0.00% 0 

79   0.00% 0 

80   0.00% 0 

81   0.00% 0 

82   0.00% 0 

83   0.00% 0 

84   0.00% 0 

85   0.00% 0 

86   0.00% 0 

87   0.00% 0 

88   0.00% 0 



89   0.00% 0 

90   0.00% 0 

91   0.00% 0 

92   0.00% 0 

93   0.00% 0 

94   0.00% 0 

95   0.00% 0 

96   0.00% 0 

97   0.00% 0 

98   0.00% 0 

99   0.00% 0 

100   0.00% 0 

Number of respondents  41  

Number or respondents who skipped this question  1 
 

     5. In which month was the onset of the first clinical symptom?  % of  
 Respondents  

Number of 
 Respondents  

January   9.52% 4 

February   11.90% 5 

March   9.52% 4 

April   9.52% 4 

May   11.90% 5 

June   4.76% 2 

July   9.52% 4 

August   9.52% 4 

September   9.52% 4 

October   9.52% 4 

November   4.76% 2 

December   0.00% 0 

Number of respondents  42  

Number or respondents who skipped this question  0 
 



     6. Were your child's vaccinations up -to -date at the time of the 
onset of the first clinical  
symptom(s)?  

% of  
 Respondents  

Number of 
 Respondents  

Yes 
 

 97.56% 40 

No 
 

 0.00% 0 

Don't Know 
 

 2.44% 1 

Number of respondents  41  

Number or respondents who skipped this question  1 
 

     7. When was last vaccination prior to first clinical symptom(s)?  % of  
 Respondents  

Number of 
 Respondents  

< 1 week    0.00% 0 

1 - 2 weeks   0.00% 0 

2 weeks to 1 month   9.76% 4 

1 - 2 months   12.20% 5 

2 - 6 months   12.20% 5 

6 months to 1 year    29.27% 12 

Don't know   36.59% 15 

Number of respondents  41  

Number or respondents who skipped this question  1 
 

     8. Which Vaccine(s)? (you may  select more than one)    % of  
 Respondents  

Number of 
 Respondents  

Hep B   5.41% 4 

DTaP   10.81% 8 

Hib   10.81% 8 

IPV   4.05% 3 

OPV   6.76% 5 

MMR   14.86% 11 

Varicella (Chicken 
Pox)   9.46% 7 

TB   1.35% 1 

Td   1.35% 1 

Flu   2.70% 2 

Other   4.05% 3 



Don't Know   28.38% 21 

Number of respondents  37  

Number or respondents who skipped this question  5 
 

     9. Rate your child' s health prior to first clinical symptom(s).  % of  
 Respondents  

Number of 
 Respondents  

Poor 
 

 0.00% 0 

Average 
 

 4.76% 2 

Good 
 

 14.29% 6 

Excellent 
 

 80.95% 34 

Number of respondents  42  

Number or respondents who skipped this question  0 
 

     10. Describe the health condition of your child prior to the onset of the first clinical 
symptom(s).  

    1.  
My child was in good health condition. Learned how to do everything on time. The only problem 
she had was allergies/asthma. Other then that she was perfectly fine!  

 

    2.  active 6 year old, happy, loved school  

    3.  His health was excellent.  

    4.  
Above average intellegence. Very healthy and athletic. just the normal cold and/or stomach bug 
here and there. 

 

    5.  

Hannah was advanced at motor skills, she was riding a bike without training wheels at age 3. She 
was very mature for her age. She had tonsil and adneoids out a week before her third birthday. 
The symptoms were originally thought to be acid reflux. She had a stomach virus we thought when 
the symptoms started, and for a month and a half she was treated for acid reflux until we were 
able to convince her dr. that this was something other than acid relfux. Her very first seizure 
activity she would say I think i am going to throw up, and then she would hold on to us and her 
face would flush and eye twitch and she would say she could taste throw up in the back of her 
mouth. The dr thought the face flushing was  the pain she felt from the acid.  

 

    6.  
My son had no health issues prior to his first seizure (clinical symptom). He was a very healthy 
child and always had been. 

 

    7.  She was subject to a lot of allergies, but other than that, she was normal.   

    8.  
The only health issue prior to the first grand mal seizure was ongoing bouts of projectile vomitting 
over a period of 7 months.  

 

    9.  In good health up until time of first seizure.   

    10.  Excellent health and normal cognitive and physical development.  

    11.  excelletn and normal for his age  

    12.  Excellent health  

    13.  

Health condition was excellent; however, there had been some concerns in more recent months 
about his ambition towards schooly and play. Our son never really required an unusual amount of 
sleep and then suddenly began to require naps at 9 years old. His mood was somewhat depressive 
but the thought at the time was attributed to a very poor student/teacher relationship. A 
relationship that we felt was extremely stre ssful, and now wished we would have removed him 
from much earlier.  

 

    14.  was always a healthy happy child prior to his 1st seizure  

    15.  Excellent  

    16.  

SHE DID EXPERIENCE A LOT OF COLDSORES AND ULCERS ON HER MOUTH ALMOST CONSTANT. 
SHE HAD A LOT OF FUNGAL INFECTIONS ALSO AROUND HER MOUTH AREA WITCH WE TREATED 
WITH ANTI FUNGAL CREAMS. WE HAVE NOTICED THAT SINCE AFTER SURGERY SHES HAD NO 
PROBLEM WITH ANY FUNGAL INFECTIONS. 

 



    17.  He was a perfectly normal healthy little boy.   

    18.  Perfect  

    19.  Healthiest of 4 children. Rarely sick. Very energetic, outgoing and smart.  

    20.  

Beth had possible celiac disease but never had a biopsy to confirm. She was sensitive to wheat 
products up to the age of four but appeared to outgrow it. S he had met milestones on or prior to 
national norms, was right -handed, articulate, was reading at a second grade level in kindergarten, 
successful on a swim team, soccer team, and talented in dance. She had great coordination for a 
five year old. Other tha n her allergy to wheat - Beth was a happy and healthy five year old. 

 

    21.  Very sporty, above average intelligence, no symptoms or clue anything was wrong.  

    22.  

She was extremely tired from traveling the week before onset of seizures. Her seizure began 
around 2-3 am when she came to our bed crying with her stomach hurting. ***6 months prior to 
onset she went through a 3 -4 week time frame of high fevers and no other symptoms. Doctors 
kept saying it was a virus and it had to run its course.  

 

    23.  

Health was excellent. However, she was born with a suction cup and there was a bruise on upper 
right side of forehead at birth. She had apnea/blue spells and was in the NICU for 10 days, then 
discharged. Met all milestones until about 2, then noticed n ot enough language. Seizures started at 
2 years 4 months. Routine MRI showed abnormal white matter signal throughout the frontal, 
parietal, temporal lobes in right side of brain.  

 

    24.  Well, she had ear infections when she was little but in good healt h the day her first seizure started.   

    25.  healthy, she only had problems with eczema  

    26.  A healthy normal toddler, normal milestones met   

    27.  Excellent. Did have minor childhood ear infections and one hernia  

    28.  
Child had minimal childhood illnesses. Did have an increased number of strept throat incidents 
during childhood - otherwise, no noticeable medical issues. 

 

    29.  He ws a very healthy baby..other than RSV at 5 months. He never even had an ear infection!!!   

    30.  She was a regular healtht child.   

    31.  
Healthy active 13 year old competive athlete. Some head aches which got worse and worse before 
the first sign of seizure.  

 

    32.  Normal child with no health issues.  

    33.  Healthy, athletic, very strong, and smart  

    34.  
She was fine.. born healthy; all pediatric doctor visits good... she had no signs or symptoms... 
woke up on morning having a seizure... left her partially paralyzed..  

 

    35.  
As stated above, she was in excellent health prior to onset. She had the measles at 14 months of 
age. This was the only illness experienced other than typical colds, which were infrequent.  

 

    36.  Our daughter only had seasonal allergies, and delayed speech  

    37.  Perfectly normal, she had hit all milestones and was developing in pace with her twin brother.   

    38.  
Our child was very healthy, only a few common illnesses such as cold, ear infection (2) and flu (1). 
I will say that I remember as a baby thinking our child frequently was running higher temps.  

 

    39.  
Our child was very healthy, only a few common illnesses such as cold, ear infection (2) and flu (1). 
I will say that I remember as a baby thinking our child frequently was running higher temps.  

 

Number of Respondents  39  

Number or respondents wh o skipped this question  3 
 

     11. Where did you live at the onset of the first clinical 
symptom(s)?  

% of  
 Respondents  

Number of 
 Respondents  

Rural   33.33% 14 

Suburban   50.00% 21 

City   16.67% 7 

Number of respondents  42  

Number or respondents who skipped this question  0 
 



     12. Did you live east or west of the Mississippi at the onset of the 
first clinical symptom(s)?  

% of  
 Respondents  

Number of 
 Respondents  

East 
 

 59.46% 22 

West 
 

 40.54% 15 

Number of respondents  37  

Number or respondents who skipped this question  5 
 

     13. What country did you live in at the onset of  the first clinical 
symptom(s)?  

% of  
 Respondents  

Number of 
 Respondents  

United States of 
America   90.48% 38 

Afghanistan   0.00% 0 

Albania   0.00% 0 

Algeria   0.00% 0 

Andorra   0.00% 0 

Angola   0.00% 0 

Antigua and Barbuda   0.00% 0 

Argentina   0.00% 0 

Armenia   0.00% 0 

Australia   4.76% 2 

Austria   0.00% 0 

Azerbaijan   0.00% 0 

Bahamas   0.00% 0 

Bahrain   0.00% 0 

Bangladesh   0.00% 0 

Barbados   0.00% 0 

Belarus   0.00% 0 

Belgium   0.00% 0 

Belize   0.00% 0 

Benin   0.00% 0 

Bhutan   0.00% 0 

Bolivia   0.00% 0 



Bosnia and 
Herzegovina   0.00% 0 

Botswana   0.00% 0 

Brazil   0.00% 0 

Brunei Darussalam   0.00% 0 

Bulgaria   0.00% 0 

Burkina Faso   0.00% 0 

Burundi   0.00% 0 

Cambodia   0.00% 0 

Cameroon   0.00% 0 

Canada   0.00% 0 

Cape Verde   0.00% 0 

Central African 
Republic   0.00% 0 

Chad   0.00% 0 

Chile   0.00% 0 

China   0.00% 0 

Colombia   0.00% 0 

Comoros   0.00% 0 

Congo   0.00% 0 

Costa Rica   0.00% 0 

Croatia   0.00% 0 

Cuba   0.00% 0 

Cyprus   0.00% 0 

Czech Republic   0.00% 0 

Democratic People's 
Republic of Korea   0.00% 0 

Democratic Republic 
of the Congo   0.00% 0 

Denmark   0.00% 0 

Djibouti   0.00% 0 

Dominica   0.00% 0 



Dominican Republic   0.00% 0 

Ecuador   0.00% 0 

Egypt   0.00% 0 

El Salvador   0.00% 0 

Equatorial Guinea   0.00% 0 

Eritrea   0.00% 0 

Estonia   0.00% 0 

Ethiopia   0.00% 0 

Fiji   0.00% 0 

Finland   0.00% 0 

France   0.00% 0 

Gabon   0.00% 0 

Gambia   0.00% 0 

Georgia   0.00% 0 

Germany   0.00% 0 

Ghana   0.00% 0 

Greece   0.00% 0 

Grenada   0.00% 0 

Guatemala   0.00% 0 

Guinea   0.00% 0 

Guinea-Bissau   0.00% 0 

Guyana   0.00% 0 

Haiti   0.00% 0 

Honduras   0.00% 0 

Hungary   0.00% 0 

Iceland   0.00% 0 

India   0.00% 0 

Indonesia   0.00% 0 



Iran (Islamic Republic 
of)   0.00% 0 

Iraq   0.00% 0 

Ireland   2.38% 1 

Israel   0.00% 0 

Italy    0.00% 0 

Jamaica   0.00% 0 

Japan   0.00% 0 

Jordan   0.00% 0 

Kazakhstan   0.00% 0 

Kenya   0.00% 0 

Kuwait   0.00% 0 

Kyrgyzstan   0.00% 0 

Lao People's 
Democratic Republic   0.00% 0 

Latvia   0.00% 0 

Lebanon   0.00% 0 

Lesotho   0.00% 0 

Liberia   0.00% 0 

Libyan Arab 
Jamahiriya   0.00% 0 

Liechtenstein   0.00% 0 

Lithuania   0.00% 0 

Luxembourg   0.00% 0 

Madagascar   0.00% 0 

Malawi   0.00% 0 

Malaysia   0.00% 0 

Maldives   0.00% 0 

Mali   0.00% 0 

Malta   0.00% 0 

Marshall Islands   0.00% 0 



Mauritania   0.00% 0 

Mauritius   0.00% 0 

Mexico   0.00% 0 

Micronesia (Federated 
States of)   0.00% 0 

Monaco   0.00% 0 

Mongolia   0.00% 0 

Morocco   0.00% 0 

Mozambique   0.00% 0 

Myanmar   0.00% 0 

Namibia   0.00% 0 

Nepal   0.00% 0 

Netherlands   0.00% 0 

New Zealand   0.00% 0 

Nicaragua   0.00% 0 

Niger   0.00% 0 

Nigeria   0.00% 0 

Norway   0.00% 0 

Oman   0.00% 0 

Pakistan   0.00% 0 

Palau   0.00% 0 

Panama   0.00% 0 

Papua New Guinea   0.00% 0 

Paraguay   0.00% 0 

Peru   2.38% 1 

Philippines   0.00% 0 

Poland   0.00% 0 

Portugal   0.00% 0 

Qatar   0.00% 0 



Republic of Korea   0.00% 0 

Republic of Moldova   0.00% 0 

Romania   0.00% 0 

Russian Federation   0.00% 0 

Rwanda   0.00% 0 

Saint Kitts and Nevis   0.00% 0 

Saint Lucia   0.00% 0 

Saint Vincent and the 
Grenadines   0.00% 0 

Samoa   0.00% 0 

San Marino   0.00% 0 

Sao Tome and 
Principe   0.00% 0 

Saudi Arabia   0.00% 0 

Senegal   0.00% 0 

Seychelles   0.00% 0 

Sierra Leone   0.00% 0 

Singapore   0.00% 0 

Slovakia   0.00% 0 

Slovenia   0.00% 0 

Solomon Islands   0.00% 0 

Somalia   0.00% 0 

South Africa   0.00% 0 

Spain   0.00% 0 

Sri Lanka   0.00% 0 

Sudan   0.00% 0 

Suriname   0.00% 0 

Swaziland   0.00% 0 

Sweden   0.00% 0 

Switzerland   0.00% 0 



Syrian Arab Republic   0.00% 0 

Taiwan   0.00% 0 

Tajikistan   0.00% 0 

Thailand   0.00% 0 

Togo   0.00% 0 

Trinidad and Tobago   0.00% 0 

Tunisia   0.00% 0 

Turkey   0.00% 0 

Turkmenistan   0.00% 0 

Uganda   0.00% 0 

Ukraine   0.00% 0 

United Arab Emirates   0.00% 0 

United Kingdom of 
Great Britain and 
Northern Ireland   

 0.00% 0 

United Republic of 
Tanzania   0.00% 0 

Uruguay   0.00% 0 

Uzbekistan   0.00% 0 

Vanuatu   0.00% 0 

Venezuela   0.00% 0 

Viet Nam   0.00% 0 

Yemen   0.00% 0 

Yugoslavia   0.00% 0 

Zambia   0.00% 0 

Zimbabwe   0.00% 0 

Number of respondents  42  

Number or respondents who skipped this question  0 
 

     14. If from the USA, What State did you live in at the onset of the 
firs t clinical symptom(s)?  

% of  
 Respondents  

Number of 
 Respondents  

Alabama   2.63% 1 

Alaska   0.00% 0 



Arizona   0.00% 0 

Arkansas   0.00% 0 

California   18.42% 7 

Colorado   0.00% 0 

Connecticut   5.26% 2 

Delaware   0.00% 0 

Florida   0.00% 0 

Georgia   0.00% 0 

Hawaii   0.00% 0 

Idaho   0.00% 0 

Illinois   2.63% 1 

Indiana   0.00% 0 

Iowa   2.63% 1 

Kansas   0.00% 0 

Kentucky   0.00% 0 

Louisiana   0.00% 0 

Maine   0.00% 0 

Maryland   5.26% 2 

Massachusetts   0.00% 0 

Michigan   2.63% 1 

Minnesota   0.00% 0 

Mississippi   2.63% 1 

Missouri   0.00% 0 

Montana   0.00% 0 

Nebraska   2.63% 1 

Nevada   0.00% 0 

New Hampshire   0.00% 0 

New Jersey   2.63% 1 



New Mexico   0.00% 0 

New York   10.53% 4 

North Carolina   2.63% 1 

North Dakota   0.00% 0 

Ohio   5.26% 2 

Oklahoma   5.26% 2 

Oregon   0.00% 0 

Pennsylvania   2.63% 1 

Rhode Island   0.00% 0 

South Carolina   5.26% 2 

South Dakota   0.00% 0 

Tennessee   0.00% 0 

Texas   5.26% 2 

Utah   0.00% 0 

Vermont   2.63% 1 

Virginia   2.63% 1 

Washington   2.63% 1 

Washington, D.C.   0.00% 0 

West Virginia   0.00% 0 

Wisconsin   7.89% 3 

Wyoming   0.00% 0 

Number of respondents  38  

Number or respondents who skipped this question  4 
 

     15. Are  you aware of any head trauma (even minor) prior to 
clinical onset?  

% of  
 Respondents  

Number of 
 Respondents  

Yes 
 

 46.34% 19 

No 
 

 53.66% 22 

Number of respondents  41  

Number or respondents who skipped this question  1 
 

     16. If yes, plea se describe the head trauma.  



    1.  bumped head on door  

    2.  Hit is head when he was riding his bike, and he had a helmet on.   

    3.  

At 18 months she fell off a chair and had a minor concussion. She never lost consciousness, but 
became extremly tired after the fall and vomited twice. she was taken to the er, but they did not 
do a CT b/c they would have to sedate her , they told us to take her home a watch for worsening 
symptoms. 

 

    4.  
She tripped and fell and hit her forehead (right side - same as was removed) against the corner of 
the wall.  

 

    5.  Had skull fracture on affected brain seizing side 14 months before onset of seizures.  

    6.  Fell out of wagon onto back of head 6 weeks before first seizure. No sign of injury.   

    7.  

Our son suffered a concusion at age 4.10. He fell from a counter he had climbed up on. 
Immediately following the fall he was drowsy and a few hours later began vomiting. He was taken 
to the ER and admitted for 24 hour obseervation. A CT scan was performed and was found to be 
normal. 

 

    8.  Mild concussion stemming from a tackle on a hard packed Soccer field  

    9.  She fell from a few steps and banged her head. It was minor , just a small gash on her forehead.   

    10.  
Took a hug fall down 2 cement steps at the age of 2 1/2. Had huge golf ball size bump on 
forehead, black and blue as well. 

 

    11.  
bumped her head on bottom of swimming pool, week prior to first seizure. Didn't require medical 
care, and bump went away in a day or so. No confusion, disori entation or complaints of pain.  

 

    12.  
When Beth was two months old she fell out of her car seat due to an ill installed car seat. She was 
taken to the emergency room and examined - and discharged with no resulting issues. 

 

    13.  
Two weeks prior to the first seizure, Georgia had a blow to the head whilst competing in a soccer 
game. A boy's soccer boot kicked her head by accident and Georgia was momentarily unconscious. 

 

    14.  
About age 2 she fell from a window sill onto a hard tile floor, about 36" from the floor. Hit the her 
forehead on the floor. Lots of crying but no apparent injury except a red mark on the forehead. 
Nothing to indicate serious injury at the time or in the days to follow.  

 

    15.  
About a 6-4 weeks before the first sign of s eizure he got hit on top of the head very hard with a 
hockey stick, we were concerned about concussion at the time 

 

    16.  fell out of his seat and bumped his head on the coffee table.   

    17.  
I don't remember how many years before the seizures began  but she was leaning out of the car 
window (car was parked in the driveway) and fell onto the pavement. Went to the e.r. and all was 
fine. No concussion. 

 

    18.  
As an infant fell forward out of the car seat while it was on the floor, also fell off gara ge steps and 
hit her forehead and ended up with a bump and scrap but after seemed fine no concussion.  

 

    19.  
As an infant fell forward out of the car seat while it was on the floor, also fell off garage steps and 
hit her forehead and ended up with a bu mp and scrap but after seemed fine no concussion. 

 

Number of Respondents  19  

Number or respondents who skipped this question  23  
 

     17. Are  you aware of any high fevers prior to clinical onset?  % of  
 Respondents  

Number of 
 Respondents  

Yes   19.51% 8 

No   75.61% 31 

Don't know   4.88% 2 

Number of respondents  41  

Number or respondents who skipped this question  1 
 

     18. Are you aware of your child being in contact with any animals 
or pets  that began having progressive seizures?  

% of  
 Respondents  

Number of 
 Respondents  

Yes   9.76% 4 



No   90.24% 37 

Number of respondents  41  

Numbe r or respondents who skipped this question  1 
 

     19. Are you aware of any family history of Autoimmune 
Diseases?  

% of  
 Respondents  

Number of 
 Respondents  

Yes   19.05% 8 

No   76.19% 32 

Don't Know   4.76% 2 

Number of respondents  42  

Number or responde nts who skipped this question  0 
 

     20. If yes, what autoimmune diseases?  

    1.  Fibromyalgia  

    2.  Chronic Leukemia  

    3.  
Mixed Connective Tissue Disorder - Father ITP - paternal grandmother, paternal aunt Graves 
Disease - Paternal aunt Rheumatoid Arthritis - Maternal Grandmother 

 

    4.  Psoriasis  

    5.  Hashimoto's Thyroiditis  

    6.  possible Lupus, unknown collagen disease, rheumatoid arthritis  

    7.  Father--psoriasis and psoriatic arthritis  

    8.  
Many years later I have a brother with Crohn's disease, my mother with Rheumatoid Arthritis and 
my dad just recently with ITP My husband's side of the family has Parkinson's disease (2 uncles) 
and his mother died in her late thirties from leukemia.  

 

Number of Respondents  8 

Number  or respondents who skipped this question  34  
 

     21. What type of seizure(s) did your child prior to surgery?   (you 
may select more than one)  

% of  
 Respondents  

Number of 
 Respondents  

Febrile   2.19% 3 

Infantile Spasms   0.00% 0 

Simple Partial   18.98% 26 

Complex Partial   18.98% 26 

Absence or Petit Mal   11.68% 16 

Generalized Tonic 
Clonic (Grand Mal)   16.06% 22 

Atonic   0.73% 1 

Myoclonic   5.84% 8 

Drop   8.03% 11 



Epilepsia Partialis 
Continua   13.87% 19 

Other   3.65% 5 

Number of respondents  41  

Number or respondents who skipped this question  1 
 

     22. Did your child suffer from stat us seizures prior to diagnosis?  % of  
 Respondents  

Number of 
 Respondents  

Yes 
 

 38.10% 16 

No 
 

 61.90% 26 

Number of respondents  42  

Number or respondents who skipped this question  0 
 

     23. Did your child suffer from epilepsia partialis continua or EPC?  % of  
 Respondents  

Number of 
 Respondents  

Yes 
 

 57.14% 24 

No 
 

 42.86% 18 

Number of respondents  42  

Number or respondents who skipped this question  0 
 

     24 . If yes, where was the location(s) of the EPC? (you may select 
more than one)  

% of  
 Respondents  

Number of 
 Respondents  

Leg   16.38% 19 

Foot   9.48% 11 

Arm   15.52% 18 

Hand   15.52% 18 

Face   12.07% 14 

Forehead   0.00% 0 

Eyes   6.03% 7 

Check   5.17% 6 

Lips   6.03% 7 

Tongue   2.59% 3 

Neck   2.59% 3 

Throat (internal)    2.59% 3 

Torso   1.72% 2 



Stomach (internal)   3.45% 4 

Other   0.86% 1 

Number of respondents  24  

Number or respondents who skipped this question  18  
 

     25. If yes to previous question, did the EPC  begin after a vaccine?  % of  
 Respondents  

Number of 
 Respondents  

Yes 
 

 8.00% 2 

No 
 

 72.00% 18 

Don't Know 
 

 20.00% 5 

Number of respondents  25  

Number or respondents who skipped this question  17  
 

     26. If yes to previous question, which vaccine(s) ? (You may 
select more than one)  

% of  
 Respondents  

Number of 
 Respondents  

Hep B   0.00% 0 

DTaP   0.00% 0 

Hib   16.67% 1 

IPV   0.00% 0 

OPV   0.00% 0 

MMR   16.67% 1 

Varicella (Chicken 
Pox)   16.67% 1 

TB   0.00% 0 

Td   0.00% 0 

Flu   33.33% 2 

Other   16.67% 1 

Don't Know   0.00% 0 

Number of respondents  3 

Number or respondents who skipped this question  39  
 

 

 

   Page 2. Surgical History  

     27. Did your child have a Left or Right Hemispherectomy?  % of  
 Respondents  

Number of 
 Respondents  

Left   40.54% 15 



Right   59.46% 22 

Number of respondents  37  

Number or respondents who skipped this qu estion  5 
 

     28. What type of hemispherectomy surgery did your child 
undergo? (the first time, if multiples)  

% of  
 Respondents  

Number of 
 Respondents  

Hemisphereotomy   19.44% 7 

Functional 
Hemispherectomy   33.33% 12 

Modified Functional 
Hemispherectomy   2.78% 1 

Hemicorticectomy   2.78% 1 

Hemidecortication   5.56% 2 

Anatomical 
Hemispherectomy   27.78% 10 

Other   5.56% 2 

Don't Know   2.78% 1 

Number of respondents  36  

Number or respondents who skipped this question  6 
 

     29. Were additional surgery(ies) required to attempt to control 
seizures?  

% of  
 Respondents  

Number of 
 Respondents  

Yes 
 

 21.62% 8 

No 
 

 78.38% 29 

Number of respondents  37  

Number or respondents wh o skipped this question  5 
 

     30. If multiple hemispherectomy surgeries were required, what 
type was the last?  

% of  
 Respondents  

Number of 
 Respondents  

Hemisphereotomy   0.00% 0 

Functional 
Hemispherectomy   33.33% 2 

Modified Functional 
Hemispherectomy   33.33% 2 

Hemicorticectomy   0.00% 0 

Hemidecortication   0.00% 0 

Anatomical 
Hemispherectomy   16.67% 1 

Other   0.00% 0 

Don't Know   16.67% 1 

Number of respondents  6 



Number or respondents who skipped this question  36  
 

     31. Does your child have a shunt?  % of  
 Respondents  

Number of 
 Respondents  

Yes 
 

 21.05% 8 

No 
 

 78.95% 30 

Number of respondents  38  

Number or respondents who skipped this question  4 
 

     32. How long after surgery was the shunt placed?  % of  
 Respondents  

Number of 
 Respondents  

During surgery   0.00% 0 

Less than 1 week 
after surgery   0.00% 0 

1 - 4 weeks   25.00% 2 

1 - 3 months   0.00% 0 

3 - 6 months   25.00% 2 

6 - 12 months   25.00% 2 

1 - 2 years   12.50% 1 

2 - 4 years   0.00% 0 

4 - 8 years   12.50% 1 

More than 8 years   0.00% 0 

Number of respondents  8 

Number or respondents who skipped this question  34  
 

     33. Did seizures return following surgery?  % of  
 Respondents  

Number of 
 Respondents  

Yes   24.32% 9 

No   75.68% 28 

Number of respondents  37  

Number or respondents who skipped this question  5 
 

     34. How long was (is) your child seizure free after surgery? (not 
including seizures immediately post surgery)  

% of  
 Respondents  

Number of 
 Respondents  

1 - 2 months   0.00% 0 

2 - 6 months   14.71% 5 

6 - 12 months   14.71% 5 



1 - 2 years   20.59% 7 

2 - 5 years   14.71% 5 

5 - 10 years   20.59% 7 

10 - 20 years   5.88% 2 

20 or more years   8.82% 3 

Number of respondents  34  

Number or respondents who skipped this question  8 
 

     35. If seizures returned, was the frequency .... ?  % of  
 Respondents  

Number of 
 Respondents  

About the Same   0.00% 0 

Less   100.00% 11 

More   0.00% 0 

Number of respondents  11  

Number or respondents who skipped this question  31  
 

     36. If seizures returned was the intensity....?  % of  
 Respondents  

Number of 
 Respondents  

About the Same   0.00% 0 

Less   100.00% 11 

More   0.00% 0 

Number of respondents  11  

Number or respondents who skipped this question  31  
 

     37. If seizures returned, are they controlled with AED(s)?  % of  
 Respondents  

Number of 
 Respondents  

Yes 
 

 50.00% 5 

No 
 

 50.00% 5 

Number of respondents  10  

Number or re spondents who skipped this question  32  
 

     38. Have any other Neurological anomoliles occured after surgery on a regular basis?   If 
Yes, please describe?   (Something that might / or might not be a seizure)  
    1.  focal seizures, controlled with meds  

    2.  no  

    3.  no  

    4.  Short Nausea spells, usually lasting 30 seconds or so  

    5.  
It's anomalies. ;) She has "ghosts," where her weak arm stiffens and she sometimes gets dizzy. 
The doctors didn't know what to make of them at first, but a fter a number of years decided they 

 



probably left a very small amount of brain matter that is what is firing. Tegretol controls them. She 
is also sometimes subject to fainting spells that may or may not be neurologically related. They 
seem to come when she is sick, mostly, but have occured at times when she wasn't.  

    6.  n/a  

    7.  
she is having episodes of nausia and stomach pain. wE DONT KNOW WHAT IT IS. SHE HAS A LOT 
OF ANXIETY ALSO. 

 

    8.  
Auras/ghost - we also have linked to anxiety and panic attacks. Episodes still happen but have 
never proven to be seizures. 

 

    9.  There are times when Beth experiences dizziness upon waking up -  

    10.  No  

    11.  
staring out in space, confused, migrains, headaches, nausea feeling, stomach aches and chest 
pains 

 

    12.  migrane headaches  

    13.  chronic intermittent vomiting - suspect may be seizures but never identified as such by doctors.  

    14.  
Unexplained regurgitation and periodic acute retching that occurs during her sleep; bouts of 
headaches. 

 

    15.  Stomach issues...mostly nausea unable to determine if seizures  

    16.  horrible beahvier problems. not sleeping, back in pull ups, has a feeding tube   

    17.  eye blinking, deviation of the eyes, sound with the throat, variations i n respiration  

    18.  None  

    19.  
We see a lot of spaciness that does not show up as epileptic activity, but we question those. Also 
our child has a strange twitching up and down her left side, right sided EEG still is confirmed quiet 
and no activity. We aren't sure what this is and neurosurgeon and neurologist have no answers.  

 

    20.  
Our daughter has severe migraines and functional abdominal pain which they feel are all linked 
together. 

 

Number of Respondents  20  

Number or respondents who skipp ed this question  22  
 

     39. After 6 months or more post surgery, does your child 
experience gastro - intestinal issues?   (nausea, vomiting, gagging, 
etc)?  

% of  
 Respondents  

Number of 
 Respondents  

Yes   45.45% 15 

No   54.55% 18 

Number of respondents  33  

Number or respondents who skipped this question  9 
 

     40. If the returning sei zures are controlled with AEDs, which 
ones? (you may select more than one)  

% of  
 Respondents  

Number of 
 Respondents  

Carbamazepine 
(Tegretol)   9.52% 2 

Ethosuximide 
(Zarontin)    0.00% 0 

Felbamate (Felbatol)   4.76% 1 

Gabapentin 
(Neurontin)    0.00% 0 

Lamotrigine 
(Lamictal)   9.52% 2 

Levetiracetam 
(Keppra)   14.29% 3 



Oxcarbazepine 
(Trileptal)    9.52% 2 

Phenobarbital   0.00% 0 

Phenytoin (Dilantin)   4.76% 1 

Pregabalin (Lyrica)   0.00% 0 

Primidone (Mysoline)   0.00% 0 

Rufinamide (Banzel)   0.00% 0 

Stiripentol (Diacomit)   0.00% 0 

Tiagabine (Gabitril)   0.00% 0 

Topiramate 
(Topamax)   14.29% 3 

Valproic Acid and 
derivatives 

(Depakene, 
Depakote)  

 19.05% 4 

Zonisamide 
(Zonegran)   0.00% 0 

Other   14.29% 3 

Number of respondents  12  

Number or respondents who skipped this qu estion  30  
 

 

 

   Page 3. Parent History  

     41. What was the mother's age at time of conception?  % of  
 Respondents  

Number of 
 Respondents  

0   0.00% 0 

1   0.00% 0 

2   0.00% 0 

3   0.00% 0 

4   0.00% 0 

5   0.00% 0 

6   0.00% 0 

7   0.00% 0 

8   0.00% 0 

9   0.00% 0 

10   0.00% 0 



11   0.00% 0 

12   0.00% 0 

13   0.00% 0 

14   0.00% 0 

15   0.00% 0 

16   0.00% 0 

17   5.26% 2 

18   2.63% 1 

19   0.00% 0 

20   0.00% 0 

21   2.63% 1 

22   5.26% 2 

23   5.26% 2 

24   2.63% 1 

25   7.89% 3 

26   5.26% 2 

27   5.26% 2 

28   13.16% 5 

29   0.00% 0 

30   10.53% 4 

31   10.53% 4 

32   5.26% 2 

33   7.89% 3 

34   2.63% 1 

35   2.63% 1 

36   0.00% 0 

37   2.63% 1 

38   2.63% 1 



39   0.00% 0 

40   0.00% 0 

41   0.00% 0 

42   0.00% 0 

43   0.00% 0 

44   0.00% 0 

45   0.00% 0 

46   0.00% 0 

47   0.00% 0 

48   0.00% 0 

49   0.00% 0 

50   0.00% 0 

51   0.00% 0 

52   0.00% 0 

53   0.00% 0 

54   0.00% 0 

55   0.00% 0 

56   0.00% 0 

57   0.00% 0 

58   0.00% 0 

59   0.00% 0 

60   0.00% 0 

61   0.00% 0 

62   0.00% 0 

63   0.00% 0 

64   0.00% 0 

65   0.00% 0 

66   0.00% 0 



67   0.00% 0 

68   0.00% 0 

69   0.00% 0 

70   0.00% 0 

71   0.00% 0 

72   0.00% 0 

73   0.00% 0 

74   0.00% 0 

75   0.00% 0 

76   0.00% 0 

77   0.00% 0 

78   0.00% 0 

79   0.00% 0 

80   0.00% 0 

81   0.00% 0 

82   0.00% 0 

83   0.00% 0 

84   0.00% 0 

85   0.00% 0 

86   0.00% 0 

87   0.00% 0 

88   0.00% 0 

89   0.00% 0 

90   0.00% 0 

91   0.00% 0 

92   0.00% 0 

93   0.00% 0 

94   0.00% 0 



95   0.00% 0 

96   0.00% 0 

97   0.00% 0 

98   0.00% 0 

99   0.00% 0 

100   0.00% 0 

Number of respondents  38  

Number or respondents who skipped this question  4 
 

     42. What was the father's age at time of conception?  % of  
 Respondents  

Number of 
 Respondents  

0   0.00% 0 

1   0.00% 0 

2   0.00% 0 

3   0.00% 0 

4   0.00% 0 

5   0.00% 0 

6   0.00% 0 

7   0.00% 0 

8   0.00% 0 

9   0.00% 0 

10   0.00% 0 

11   0.00% 0 

12   0.00% 0 

13   0.00% 0 

14   0.00% 0 

15   0.00% 0 

16   0.00% 0 

17   0.00% 0 

18   0.00% 0 



19   0.00% 0 

20   0.00% 0 

21   2.63% 1 

22   2.63% 1 

23   0.00% 0 

24   5.26% 2 

25   0.00% 0 

26   10.53% 4 

27   7.89% 3 

28   18.42% 7 

29   2.63% 1 

30   2.63% 1 

31   2.63% 1 

32   5.26% 2 

33   7.89% 3 

34   10.53% 4 

35   0.00% 0 

36   2.63% 1 

37   2.63% 1 

38   2.63% 1 

39   2.63% 1 

40   0.00% 0 

41   0.00% 0 

42   0.00% 0 

43   2.63% 1 

44   7.89% 3 

45   0.00% 0 

46   0.00% 0 



47   0.00% 0 

48   0.00% 0 

49   0.00% 0 

50   0.00% 0 

51   0.00% 0 

52   0.00% 0 

53   0.00% 0 

54   0.00% 0 

55   0.00% 0 

56   0.00% 0 

57   0.00% 0 

58   0.00% 0 

59   0.00% 0 

60   0.00% 0 

61   0.00% 0 

62   0.00% 0 

63   0.00% 0 

64   0.00% 0 

65   0.00% 0 

66   0.00% 0 

67   0.00% 0 

68   0.00% 0 

69   0.00% 0 

70   0.00% 0 

71   0.00% 0 

72   0.00% 0 

73   0.00% 0 

74   0.00% 0 



75   0.00% 0 

76   0.00% 0 

77   0.00% 0 

78   0.00% 0 

79   0.00% 0 

80   0.00% 0 

81   0.00% 0 

82   0.00% 0 

83   0.00% 0 

84   0.00% 0 

85   0.00% 0 

86   0.00% 0 

87   0.00% 0 

88   0.00% 0 

89   0.00% 0 

90   0.00% 0 

91   0.00% 0 

92   0.00% 0 

93   0.00% 0 

94   0.00% 0 

95   0.00% 0 

96   0.00% 0 

97   0.00% 0 

98   0.00% 0 

99   0.00% 0 

100   0.00% 0 

Number of respondents  38  

Number or respondents who skipped this question  4 
 

     43. Did you have a difficult time conceiving?  % of  Number of 



 Respondents   Respondents  

Yes 
 

 23.68% 9 

No 
 

 76.32% 29 

Number of respondents  38  

Number or respondents who skipped this question  4 
 

     44. If yes,  what was the reason(s) for your difficulty to conceive? 
(You may  select more than one)    

% of  
 Respondents  

Number of 
 Respondents  

Low Sperm Count   37.50% 3 

Low Sperm Motility   25.00% 2 

Other Sperm 
Abnormality   0.00% 0 

Mononucleosis   0.00% 0 

Trauma to the 
testicles causing 

swelling  
 0.00% 0 

STD   0.00% 0 

Prostate infections   0.00% 0 

History of PID   0.00% 0 

Scarring of the 
fallopian tubes   12.50% 1 

Cervical Stenosis   0.00% 0 

Poly Cystic Ovarian 
Syndrome (Stein 

Leventhal Syndrome)  
 25.00% 2 

Number of respondents  5 

Number or respondents who skipped this question  37  
 

     45 . Did you encounter any difficulties during pregnancy? (You 
may select more than one)  

% of  
 Respondents  

Number of 
 Respondents  

Anemia   11.54% 3 

Bacterial Vaginosis   0.00% 0 

Bed Rest   11.54% 3 

Bleeding During 
Pregnancy   15.38% 4 

Blighted Ovum   0.00% 0 

Cervical Cerclage   3.85% 1 

Chicken Pox   0.00% 0 



Cholestasis of 
Pregnancy   0.00% 0 

Concerns regarding 
Early Fetal 

Development  
 0.00% 0 

Cytomegalovirus 
(CMV) Infection   0.00% 0 

D&C procedure after a 
Miscarriage   3.85% 1 

Ectopic Pregnancy   0.00% 0 

Edema   0.00% 0 

Spectrum Disorders 
(FASD)   0.00% 0 

Fetal Alcohol 
Syndrome (FAS) & 

Fetal Alcohol Effects 
(FAE)  

 0.00% 0 

Fetal Growth 
Restriction   0.00% 0 

Gestational Diabetes   3.85% 1 

Group B Strep 
Infection    3.85% 1 

HELLP Syndrome   0.00% 0 

High Amniotic Fluid 
Levels   0.00% 0 

Polyhydramnios   0.00% 0 

HIV/AIDS during 
Pregnancy   0.00% 0 

Hyperemesis 
Gravidarum   0.00% 0 

Incompetent Cervix   3.85% 1 

Intrauterine Growth 
Restriction (IUGR): 

Small for Gestational 
Age (SGA)  

 0.00% 0 

Listeria   0.00% 0 

Low Amniotic Fluid 
Levels : 

Oligohydramnios  
 0.00% 0 

Miscarriage   0.00% 0 

Molar Pregnancy   0.00% 0 

Placenta Accreta   0.00% 0 

Placenta Previa   3.85% 1 

Placental Abruption   0.00% 0 

Preeclampsia   0.00% 0 



Pregnancy Induced 
Hypertension (PIH)   3.85% 1 

RH Factor   0.00% 0 

STD'S & STI'S During 
Pregnancy   0.00% 0 

Tipped Uterus   0.00% 0 

Toxoplasmosis   0.00% 0 

Urinary Tract 
Infection    15.38% 4 

Vanishing Twin 
Syndrome   0.00% 0 

Yeast Infection   3.85% 1 

Other   15.38% 4 

Number of respondents  17  

Number or respondents who skipped this questio n 25  
 

     46. Did you fly during pregnancy?  % of  
 Respondents  

Number of 
 Respondents  

Yes   15.79% 6 

No   78.95% 30 

Don't know   5.26% 2 

Number of respondents  38  

Number or respondents who skipped this question  4 
 

     47. Did you SCUBA Dive before or during pregnancy?  % of  
 Respondents  

Number of 
 Respondents  

Yes   0.00% 0 

No   100.00% 38 

Number of respondents  38  

Number or respondents who skipped this question  4 
 

     48. Was your labor induced?  % of  
 Respondents  

Number of 
 Respondents  

Yes   39.47% 15 

No   60.53% 23 

Number of respondents  38  

Number or respondents who skipped this question  4 
 

     49. Did you have a difficult labor?  % of  
 Respondents  

Number of 
 Respondents  



Yes   26.32% 10 

No   73.68% 28 

Number of respondents  38  

Numbe r or respondents who skipped this question  4 
 

     50. Was your child breastfed?  % of  
 Respondents  

Number of 
 Respondents  

Yes   63.16% 24 

No   36.84% 14 

Number of respondents  38  

Number or respondents who skipped this question  4 
 

     51. How long was your labor? (in hours)    % of  
 Respondents  

Number of 
 Respondents  

0   8.57% 3 

1   2.86% 1 

2   2.86% 1 

3   0.00% 0 

4   5.71% 2 

5   11.43% 4 

6   14.29% 5 

7   0.00% 0 

8   20.00% 7 

9   0.00% 0 

10   2.86% 1 

11   0.00% 0 

12   14.29% 5 

13   0.00% 0 

14   0.00% 0 

15   0.00% 0 

16   0.00% 0 

17   0.00% 0 



18   0.00% 0 

19   0.00% 0 

20   2.86% 1 

21   0.00% 0 

22   2.86% 1 

23   0.00% 0 

24   2.86% 1 

25   0.00% 0 

26   0.00% 0 

27   0.00% 0 

28   0.00% 0 

29   0.00% 0 

30   0.00% 0 

31   2.86% 1 

32   0.00% 0 

33   0.00% 0 

34   0.00% 0 

35   0.00% 0 

36   0.00% 0 

37   0.00% 0 

38   0.00% 0 

39   0.00% 0 

40   0.00% 0 

41   0.00% 0 

42   0.00% 0 

43   0.00% 0 

44   0.00% 0 

45   0.00% 0 



46   0.00% 0 

47   0.00% 0 

48   0.00% 0 

49   0.00% 0 

50   0.00% 0 

51   0.00% 0 

52   0.00% 0 

53   0.00% 0 

54   0.00% 0 

55   0.00% 0 

56   0.00% 0 

57   2.86% 1 

58   0.00% 0 

59   0.00% 0 

60   0.00% 0 

61   0.00% 0 

62   0.00% 0 

63   0.00% 0 

64   0.00% 0 

65   0.00% 0 

66   0.00% 0 

67   0.00% 0 

68   0.00% 0 

69   0.00% 0 

70   0.00% 0 

71   0.00% 0 

72   0.00% 0 

73   0.00% 0 



74   0.00% 0 

75   0.00% 0 

76   0.00% 0 

77   0.00% 0 

78   0.00% 0 

79   0.00% 0 

80   0.00% 0 

81   0.00% 0 

82   0.00% 0 

83   0.00% 0 

84   0.00% 0 

85   0.00% 0 

86   0.00% 0 

87   0.00% 0 

88   0.00% 0 

89   0.00% 0 

90   0.00% 0 

91   0.00% 0 

92   0.00% 0 

93   0.00% 0 

94   0.00% 0 

95   0.00% 0 

96   0.00% 0 

97   0.00% 0 

98   0.00% 0 

99   0.00% 0 

100   2.86% 1 

Number of respondents  35  

Number or respondents who skipped this question  7 
 



     52. Was your delivery vaginal or C -section?  % of  
 Respondents  

Number of 
 Respondents  

Vaginal   68.42% 26 

C-section   31.58% 12 

Number of respondent s 38  

Number or respondents who skipped this question  4 
 

     53. If a vaginal delivery, was suction used?  % of  
 Respondents  

Number of 
 Respondents  

Yes   17.86% 5 

No   82.14% 23 

Number of respondents  28  

Number or respondents who skipped this question  14  
 

     54. What medications were given during pregnancy and/or delivery?   (Ente r as many as 
you like...spell the best that you can)  
    1.  prenatal vitamins  

    2.  Don't remember. It was too many years ago.   

    3.  none  

    4.  demoral, and whatever they use for the epidural   

    5.  pitocin / had an epidural / phenergan /  may have had nubane cannot remember  

    6.  Dilotid, Morphine, pitocin, spinal block  

    7.  Diovan for High Blood Pressure  

    8.  
Prenatal Vitamins.Macrodantin, Vistaril, Phenergan, Demoral, Pitocin, Methagan, Darvon?, Saddle 
Block( lidocaine hydrochloride???) 

 

    9.  Multivitamin Epidural  

    10.  a lot, i was in a car accident at 26 week, spent 7 weeks in the hospital   

    11.  epidural  

    12.  General prenatal vitamins  

    13.  Pitocin - for induction I don't know what was used in epid ural  

    14.  None  

    15.  I don't remember any   

    16.  i took insulin 3 times a day...   

    17.  

Just the pitosin and epideral and that was only because she was born the 2nd of a set of twins. 
She was wanting to come out face first instead of hea d first, so the suction cup was used. I 
remember he threw the first suction cup over his shoulder and asked for another one and told 
them to crank it up. It left a bruise on the right side of her forehead.  

 

    18.  vitamins and iron  

    19.  prenatal vitamins  

    20.  Not sure.  

    21.  just the vitamins   

    22.  
utrogestan, I don't remember what else. My daughter was in vitro so I took what was needed the 
first months.  

 

    23.  none... just took prenatal vitamins   



    24.  
I was on terbutaline  for early labor from 31 - 37 weeks. She was born at a birthing center with a 
mid wife at 37 weeks.  

 

    25.  epidural  

    26.  epidural  

    27.  I can't think of the name of the medication for urinary infections (not off the top of my head).   

    28.  none  

    29.  Prenatal vitamins pitocin some general anistetic due to emergency c-section  

    30.  Pitocin, what ever they use for the epidural and Morphine   

Number of Respondents  30  

Number or respondents who skipped this question  12  
 

     55. H ow many children do you have?  % of  
 Respondents  

Number of 
 Respondents  

1   10.53% 4 

2   36.84% 14 

3   31.58% 12 

4   18.42% 7 

5   2.63% 1 

6   0.00% 0 

7+    0.00% 0 

Number of respondents  38  

Number or respondents who skipped this question  4 
 

     56. What order is the affected child?  
% of  

 Respondents  
Number of 

 Respondents  

First Born   36.84% 14 

Middle Born   23.68% 9 

Last Born   39.47% 15 

Number of respondents  38  

Number or respondents who skipped this question  4 
 

     57. Did mom smoke before pregnancy?  % of  
 Respondents  

Number of 
 Respondents  

Yes   18.42% 7 

No   81.58% 31 

Number of respondents  38  

Number or respondents who skipped this question  4 
 

     58. Did  dad smoke before pregnancy?  % of  
 Respondents  

Number of 
 Respondents  



Yes   36.84% 14 

No   63.16% 24 

Number of respondents  38  

Number or respondents who skipped thi s question  4 
 

     59. Did mom smoke  during pregnancy?  % of  
 Respondents  

Number of 
 Respondents  

Yes   5.41% 2 

No   94.59% 35 

Number of respondents  37  

Number or respondents who skipped this question  5 
 

     60. Did  dad smoke  during pregnancy?  % of  
 Respondents  

Number of 
 Respondents  

Yes   23.68% 9 

No   76.32% 29 

Number of respondents  38  

Number or respondents who skipped this question  4 
 

     61. Before pregna ncy, what was mom's alcohol consumption?  % of  
 Respondents  

Number of 
 Respondents  

Don't drink   28.95% 11 

Occassional   47.37% 18 

Once per week   7.89% 3 

2-3 times per week   10.53% 4 

More than 3 times per 
week   5.26% 2 

Number of respondents  38  

Number or respondents who skipped this question  4 
 

     62. Before pregnancy, what was dad 's alcohol consumption?  % of  
 Respondents  

Number of 
 Respondents  

Don't drink   15.79% 6 

Occassional   50.00% 19 

Once per week   7.89% 3 

2-3 times per week   13.16% 5 

More than 3 times per 
week   13.16% 5 

Number of respondents  38  



Number or respondents who skipped this question  4 
 

     63. Did mom drink during pregnancy?  % of  
 Respondents  

Number of 
 Respondents  

Did not drink alcohol   89.19% 33 

Occassional   10.81% 4 

Once per week   0.00% 0 

2-3 times per week   0.00% 0 

More than 3 times per 
week   0.00% 0 

Number of respondents  37  

Number or respondents who skipped this question  5 
 

     64. Describe mom's exercise level before preganancy.  % of  
 Respondents  

Number of 
 Respondents  

Low 0-2 times per 
week   34.21% 13 

Medium 3-4 times per 
week   55.26% 21 

High 5 times per 
week   5.26% 2 

Daily   5.26% 2 

Extreme   0.00% 0 

Number of respondents  38  

Number or respondents who skipped this question  4 
 

     65. Describe dad's exercise level before pregnancy.  % of  
 Respondents  

Number of 
 Respondents  

Low: 0-2 times per 
week   47.37% 18 

Medium: 3-4 times 
per week   31.58% 12 

High: 5 times per 
week   10.53% 4 

Daily   7.89% 3 

Extreme   2.63% 1 

Number of respondents  38  

Number or respondents who skipped this question  4 
 

     66. Describe mom's exercise level during pregnancy.  % of  
 Respondents  

Number of 
 Respondents  

Low: 0-2 times per 
week   55.26% 21 

Medium: 3-4 times 
per week   36.84% 14 



High: 5 times per 
week   5.26% 2 

Daily   2.63% 1 

Extreme   0.00% 0 

Number of respondents  38  

Number or respondents who skipped this question  4 
 

     67. Did your child have High Chlorine Exposure ? (Lots of time in 
pool, hot tub, other)  

% of  
 Respondents  

Number of 
 Respondents  

Yes   13.16% 5 

No   86.84% 33 

Number of respondents  38  

Number or respondents who skipped this que stion  4 
 

     68. Was your  child exposed  to lake / river / pond  water?  % of  
 Respondents  

Number of 
 Respondents  

Yes   29.73% 11 

No   70.27% 26 

Number of respondents  37  

Number or respondents who skipped this question  5 
 

     69. During Pregnancy did you  drink city or well water?  % of  
 Respondents  

Number of 
 Respondents  

City   83.33% 30 

Well   16.67% 6 

Number of respondents  36  

Number or respondents who skipped this question  6 
 

     70. Did your child drink city or well water?  % of  
 Respondents  

Number of 
 Respondents  

City   75.68% 28 

Well   24.32% 9 

Number of respondents  37  

Number or respondents who skipped this question  5 
 

     71. Has  the mother  been exposed to  chemicals  such as Agent 
Orange, pesticides, household chemicals, paints, ot her?   (Either 
Before conception or during pregnancy)  

% of  
 Respondents  

Number of 
 Respondents  

Yes   10.53% 4 

No   42.11% 16 




